Aims and objectives: To explore healthcare professionals' conceptions of caring for sick children in home care services.
| INTRODUCTION
Healthcare services for care at home for children with acute and chronic diseases and in palliative care (Huijer & Zernikow, 2007) are increasing. Paediatric home care services (HCS) is described as care that "substitutes for acute hospital review and/ or admission by providing clinical review, support, education and management of the acutely or chronically unwell child in their own home" (Parab, Cooper, Woolfenden, & Piper, 2013, p. 3) . Models for organising, delivering and financing HCS for children internationally and within countries are diverse (Parab et al., 2013; Spiers et al., 2010) based in the hospital or in the municipality (Parab et al., 2013; Parker et al., 2011) , and the accessibility varies from a few hours a day on weekdays to a 24-hour service (Parab et al., 2013; Parker et al., 2011) . HCS can be staffed by nurses or by multiprofessional teams with nurses, physicians and allied healthcare professionals . Sometimes HCS are organised to care for all inhabitants in need of HCS in a geographic area or for specific groups of patients, for example children, particular sicknesses or palliative care (J€ unger, Vedder et al., 2010) . Thus, home care professionals (HP) often care for adults but have less experience of care for sick children (National Board of Health and Welfare 2008, Parker et al., 2011) . This might influence the quality of care for children in HCS (J€ unger, Vedder et al., 2010; Nielson, Kai, McAurthur, & Greenfield, 2010) and affect the HP's conceptions of working with sick children and their families .
| BACKGROUND
Children should only stay at hospital when care cannot be provided in any other place (European Association for Children in Hospital 2015). The World Health Organization states that specialist palliative care services should be offered at the homes of children with palliative care needs (WHO, 1998) . Hospitalised children describe feelings of boredom (Wilson, Megel, Enenbach, & Carlson, 2010) , worry, fear and decreased autonomy (Coyne, 2006) . Families with a severely ill child strive to gain control over their lives by keeping the family together and maintaining normal family life (Hallstrom & Elander, 2007) ; however, long or repeated hospital stays are a threat to this (Bjork, Wiebe, & Hallstrom, 2009 ).
Home care services might reduce the length of a hospital stay for the sick child (Parab et al., 2013) and support families in maintaining everyday family life (Hansson, Kjaergaard, Schmiegelow, & Hallstrom, 2012; Spiers, Parker, Gridley, & Atkin, 2011; Stevens, Croxford et al., 2006; Stevens, McKeever et al., 2006) . Studies show that where possible, families often prefer HCS to hospital care (Hansson, Hallstrom, Kjaergaard, Johansen, & Schmiegelow, 2011; Hansson et al., 2012 Hansson et al., , 2013 Parab et al., 2013; Spiers et al., 2011; Stevens, Croxford et al., 2006; Stevens, McKeever et al., 2006 ) also for palliative care (von Lutzau et al., 2012) . A Cochrane review indicates that HCS can be feasible and medically safe for children with acute and chronic illnesses (Parab et al., 2013) , which also applies for children with cancer (Hansson et al., 2011) . A systematic review by Parker et al. (2012) shows that HCS can deliver equivalent clinical outcomes for children with decreased or unchanged financial burden on families, without imposing a greater financial healthcare cost.
In Sweden, health care is predominantly public and subsidised by the government and county councils and municipalities are to some extent self-governing (Swedish Association of Local Authorities and Regions). A national survey showed that HCS was provided either by the hospital or primary healthcare organised by the municipalities and included in the basic primary HCS (National Board of Health and Welfare 2008). Children are sparsely included in HCS, and the access is uneven throughout the country. Hence, HP working in Swedish HCS are experienced to care for adults but are often less experienced in the care of sick children (National Board of Health and Welfare, 2008) .
A study with nurses providing adult palliative care in rural municipalities in Scotland showed that they felt unsure when providing palliative care to children as the number of paediatric patients was low, periods of care short and the structure of care confusing (Reid, 2013) . In a British national survey, HP working in HCS expressed What does this paper contribute to the wider global clinical community?
• The challenges that healthcare professionals encounter when caring for children in home care services can be alleviated through early contact with the child, close cooperation with the paediatric hospital and well-functioning teamwork.
• A sufficient number of referred paediatric patients are crucial for healthcare professionals to get customised to treating children and develop knowledge and confidence.
• Enabling the professionals to be part of the organisation and highlighting the rewarding aspects of caring for sick children might facilitate the implementation of care for children in home care services.
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| 2785 passionate involvement when providing care for ill children in their homes but also difficulties in finding resources such as finding enough time . Nurses in a Swedish municipalitybased HCS described that confidence in their professional role and a trusting relationship with the families was important to be able to care for children with chronic or long-term illnesses in their homes (Samuelson, Willen, & Bratt, 2015) .
The evidence for methods to obtain high quality in HCS is limited (Parab et al., 2013) and organisations and contexts delivering HCS differ nationally and internationally. To be able to plan, implement and deliver high-quality HCS for children, it is important to understand the underlying aspects that might influence the process, for example attitudes, thoughts and feelings from the HP involved (Craig et al., 2008) . The aim was therefore to explore HP's conceptions of caring for sick children in HCS.
3 | ME TH ODS
| Study design
The study was designed as a qualitative study based on data from focus group interviews and used a phenomenographic approach.
Phenomenography originates from the observation on how people conceive, understand or experience and express the world around them in various ways from their specific aspect of reality (Lepp & Ringsberg, 2002; Marton & Booth, 1997) . The phenomenographic approach takes a second-order perspective meaning that it focuses on how a phenomenon is conceived not about the phenomenon itself and has been found useful in health care studies (Sj€ ostrom & Dahlgren, 2002) .
| Setting
The study was performed in the southern county of Sweden with a total population of approximately 1.3 million, of which 300,000 are children 0-18 years of age (SCB). HCS is provided by the county council to complement care at the hospitals and home care for adults provided by the municipalities. Until 2013, HCS mainly provided palliative care to adult patients and only a few of the eight districts in the county also offered HCS to children to a limited extent. In 2013, the county council decided that HCS should include patients in need of HCS regardless of diagnosis and age, thus including children. HCS is provided by multiprofessional teams consisting of physicians and nurses, counsellors, associate nurses, physiotherapists, occupational therapists and dieticians. There is a 24-hour nursing and physician service. Currently, the HCS team is responsible for providing palliative care, in which they have the complete responsibility. They also provide specific care tasks with limited responsibility during shorter periods of illness to both adults and children. Tasks such as administering intravenous antibiotics are provided by a nurse within the HCS team in cooperation with the hospital where the hospital physician remains responsible for the medical prescriptions.
| Sample and data collection
Inclusion criteria were HP, regardless of profession, who had cared, or were expected to care for paediatric patients in HCS to achieve maximum variation and information-rich data (Patton, 1990) . Study contact persons in each of the eight districts within the county forwarded information about the study to all 380 HP working in HCS by e-mail, issuing an invitation to participate in focus group interviews. Thirty-eight HP volunteered to be interviewed of whom two were unable to attend any of the scheduled meetings. The HCSs' work experience varied from 3 months to 18 years (average 8.4 years). Twelve participants had cared for one or two children in HCS, and just as many had cared for three to five children. Six had cared for more than five children, and six participants had no experience of caring for a child. For some HP, it had been several years since they had worked with a paediatric patient. Further participant characteristics are presented in Table 1 . Male 6 Experience of palliative care for children within the home care service
Yes 5 No 2 Experience of specified care tasks within the home care service
Yes 7 No 0
were digitally recorded and transcribed verbatim by the first author.
Mean interview length was 63 min (r = 35-77).
| Data analysis
The phenomenographic analysis followed seven steps as described by Dahlgren and Fallsberg (1991) . In the first step, all four authors read the transcription to reach familiarisation. Thereafter, the first and the last author individually conducted condensation of statements and, as a third step, compared the statements together. In the following steps, statements were grouped and preliminary categories of conceptions were articulated by the first and last authors. After discussions with all authors, the preliminary categories were revised several times and description categories were conducted. To obtain trustworthiness, the preliminary conceptions, description categories and their internal relationship and borders were discussed at a seminar with researchers trained in qualitative research and repeatedly discussed by all four authors. Finally, the categories were labelled and organised (Dahlgren & Fallsberg, 1991) and the internal relationships were described (Barnard, McCosker, & Gerber, 1999) .
| Ethical considerations
The study was carried out in accordance with the Helsinki Declara- The interviews were allowed to be performed during working time.
| FINDINGS
The findings constituted three description categories: "A challenging 
| Professional and personal challenges
Caring for sick children was described as unique, difficult, complex and ambiguous, and the care needs of a child were conceived as different to those of adult patients. The informants experienced the unfamiliar situation to evoke strong emotions, which they were unsure whether they could handle professionally. Personal circumstances interfered with their professional capability. For example, having children of their own provided certain comfort when caring for a sick child. On the other hand, HP expressed that having children of their own were conceived to make it difficult to maintain professionality and not identify themselves with the family of the sick child. The informants expressed a need to be continually focused during a home visit to a sick child, and they found it hard to let go of their personal feelings afterwards.
The informants expressed they had a lack of knowledge in caring for a sick child, causing them to fear losing face if the family were to find out. Some found themselves unable to care for children and emphasised that they regretted having chosen to work at HCS, whereas others had chosen to work in HCS because of the children.
The conception that the new task of treating children had been given to them without being sufficiently established and without specific training provoked frustration and constituted both professional and personal challenges for the HP:
It is WRONG! To us, to the family, to the organisation! (2:2)
The informants described how they feared that something would go wrong when caring for children-something they seldom felt when caring for adults. Particularly worrying situations included caring for infants and constantly crying children. Discovering social misery in the child's home or the thought of causing pain to the child or complications during specific nursing procedures were other examples of situations that the HP experienced as professionally challenging: Caring for the dying child in late palliative phase was conceived to be the most personally and professionally challenging task. Other professional challenges arose when providing specified care tasks for curable diseases, where the paediatric hospital was responsible for the child's care. HP expressed that they felt alone when working without their team and expressed having less control as the paediatric department was still in charge, which made them feel inadequate.
| Professional growth
The HP expressed that caring for a child could be an exciting and joyful part of their work, and they therefore hoped for HCS to take on more paediatric cases. Treating children inspired them to do an excellent job and also enriched their work with adults. To care for children meant being part of something important and it was a way to make a positive contribution to vulnerable family situations:
It goes without saying that we want this opportunity for the sake of the children.
(3:1)
Performing specified care tasks to children with curable diseases, like administering antibiotics to children with severe infections like tuberculosis, was a way to gain paediatric experience and contributed to professional growth. The informants conceived it to be encouraging and rewarding to meet and care for a child whose condition eventually would improve:
Specified care tasks are completely different. To work with healthy children, giving them antibiotics for Lyme disease compared to when we care for someone who is dying. (1:4)
| Dealing with the challenges
Dealing with the challenges was expressed as a process from unfamiliarity to being able to shoulder the responsibility by those informants who had experiences of caring for children. After having met a family in their home and the meeting had turned out well, it was conceived as less fearful to think about caring for future paediatric patients. The HP expressed how they gradually became more secure as they realised that caring for children was not so different to caring for adults.
Furthermore, other demanding groups of patients, like young parents receiving palliative care, had taught them to deal with difficult and unexpected situations that were helpful even in the care of children:
Because we are used to providing palliative care for adults. Of course there is a difference, but the basic principle is still the same.
3)
The informants experienced it as easier when a child was referred to HCS during the early palliative phase or with specified care tasks before the palliative phase. It allowed them to build a trusting relationship with the family which helped them to shoulder the burden as the child's illness progressed. Well-informed and secure parents were conceived as helpful to feel that care was man- 
| Determining the child's best
An overall conception was that care should be offered in accordance with the child's best. Some HP were convinced that the home was the best place for care as the atmosphere at home was conceived to be more relaxed and gave better opportunity for the child to maintain everyday life, to play and to spend time with pets and friends. Being at home was described as positive also from the perspective of the siblings who could participate on their own terms, and from a family perspective as they could all stay together:
You know that a child thrives in their home environment and if everything is as ordinary as possible, at home.
You know that it is the best even if they are sick. If they can be at home and everything is as usual, routines are being followed and so on. . . .
(5:4)
Other informants conceived the hospital to be the best place to care for a child. They thought the responsibility and workload for the parents increased when the child is being cared for at home and they were concerned that parents might feel isolated and insecure at home. They expressed a concern about potential medical risks related to giving care in a child's home and expressed that they might not fulfil the families' demands for high-quality care and safety. The paediatric clinics were further described as having specialised paediatric knowledge and play therapy as well as meeting the needs of the child in a way that they felt the HCS could not:
The children are familiar with the hospital nurses and the physician and all the surroundings, and therefor they turn to them. I even had a patient we never, really, so to speak, got a close relationship with at the end of life.
Because the child was doing so fine at the hospital and felt safe there. And it was also there she finally died.
(5:5)
| Adapting HCS care to the child's best
How to interact with children in different developmental stages, special needs in infants, childhood illnesses and knowledge about the paediatric healthcare organisation were described as important areas to learn about in order to adapt to the care of a child. The HP experienced that the care for children in general was time-consuming.
Specific caring needs; for example intravenous antibiotics for two hours, three times a day, were also difficult to meet which led to the conception that other patients sometimes received less care.
A small number of children in HCS allowed on the one hand time-consuming care adjusted adapted to the individual. On the other hand, HP expressed that they, with a larger number of children to care for, could continue to develop HCS adapted to the needs of children:
The most important thing is that children are placed into our services more often. Because if it is very sporadic, well, then we will not have the ability to develop those specific skillsets.
(2:5)
The HP described that they tried their best to adapt the care by involving the child. They found it especially important that the first encounter turned out well and allowed them to create a trustful alliance with the child. It was also conceived as important not to lose trust as it was harder to regain trust lost from a child compared to adults. The HP did not want to intrude in the child's home or to store medical material there and expressed how they made adjustments in the care to meet the needs of the child.
On the one hand, it was conceived as difficult for HP to gain confidence in the care for children because care for children happened so rarely. On the other hand, the informants expressed that the HCS probably had what was needed to take on the mission to care for sick children and that they often managed to adapt their work to the needs of the children as they were used to individualised care: 
| Bridging to paediatric hospital care
The care of a child was conceived to involve more professionals both from the hospital and from HCS than the care of adults, requiring more communication. Cooperation with the paediatric department was experienced to be necessary and invaluable. Guidance and memos from the paediatric department were conceived to be crucial. When a child no longer received care within HCS, a lack of feedback from the paediatric department led to frustration and made it impossible for the HP to assess the care they had given.
The HP met with fewer children than they expected would be in need of home care and sought to understand why only a small number of children were referred to HCS from the paediatric departments:
We do not know what the cause of the bottleneck is. I mean, hypothetically thinking, is it the children? Is it the parents? Is it the physicians? (7:1)
By expanding the cooperation with the paediatric department, the informants conceived that the awareness of the existence of CASTOR ET AL.
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HCS for children within the paediatric departments would increase.
The paediatric department would then be willing to refer more children and refer them at an earlier stage which was conceived to increase the possibility for the child to receive care alternately at the paediatric clinic and by HCS.
| Confidence in teamwork
The 
| DISCUSSION
This study explored HP's conceptions of experiences of caring for children with various prognoses in a multiprofessional HCS setting which mainly provides care for adults. Providing care for children was found to be an emotionally charged task that led to personal and professional challenges, which the HP dealt with in different ways, as well as to professional growth. Furthermore, we found divergent conceptions on whether hospital or home care was best for children and on how to adapt care to fit the child best. Cooperation with the paediatric department and good teamwork were conceived to be important.
The concern before the first encounter with a child was described as deep and profoundly different compared to with adults, which also was described by J€ unger, Pastrana et al. (2010) . Caring for a dying child was identified as a special situation that evoked difficult emotional feelings even among HP with considerable experience in palliative care for adults. Similar was found in a study in multiprofessional palliative teams describing that the stress in the dying child's family (O'Leary, Flynn, MacCallion, Walsh, & McQuillan, 2006) and the risk that the child might die during a nursing procedure (Nielson et al., 2010) Reid, 2013) or of home care to children with acute or chronically illnesses (Samuelson et al., 2015; Stevens et al., 2004) .
Performing specified care tasks in children was also experienced as challenging, which is consistent with findings in a study of nurses caring for children with a curable or chronic disease (Samuelson et al., 2015) , and studies with paediatricians caring for children with life-limiting conditions (Kremeike et al., 2012) and with palliative care needs (J€ unger, Vedder et al., 2010) in municipality outreach services.
Our findings specify that one of the challenges with specified care task was that HP worked more single handed compared to the palliative care work which often was performed in a multiprofessional team. Part of the personal and professional challenges, regardless of care task, was due to the fact that the patient was a child. Conceived lack of paediatric competence and experience in paediatric care affected the HP emotionally and transferred the otherwise competent, experienced HP into a more novice position (Benner, 1982) which was conceived as a barrier by the HP to provide care of high quality.
In that perspective, the findings in our study, that caring for children also carried positive effects, are important. It was experienced to increase the professional satisfaction and carry an opportunity for professional growth for the HP in the multiprofessional teams to be able to help the child and the family to maintain everyday life. This was also identified among nurses working single handed in municipality-oriented settings, occasionally providing palliative care (Reid, 2013) or administrating chemotherapy (Stevens et al., 2004) to children. The positive aspects can explain why HP were positive to care for more children in the future despite the challenges they encountered. It might therefore constitute an important facilitator for care
to be able to focus on identified positive effects (Legare, Ratte, Gravel, & Graham, 2008) and should be emphasised when organising HCS for children.
Several studies show that families prefer HCS to hospital care (Hansson et al., 2012 (Hansson et al., , 2013 Parab et al., 2013; Spiers et al., 2011; Stevens, Croxford et al., 2006; Stevens, McKeever et al., 2006 ) even when they experienced the hospital as a safer place for treatment (Stevens, McKeever et al., 2006) . In the present study, HP experienced that they took into account whether the hospital or the family 0 s home is the best place of care for the child. Even when the HP conceived that home care should be offered, they were concerned about possible increased medical risks and overwhelming burden and responsibility put on the parents. This might mirror their professional ability to identify the conflicting needs of patients in vulnerable situations. It could also mirror the emotional challenges affecting the professional capability and thereby constitute a risk of misinterpretation from the HP, projecting the perceived burden for themselves to a potential burden of the family, overshadowing the holistic needs of the child. There is a risk that the difficulties of separating personal and professional values may lead to a loss of professional stringency. This risk should be reflected on helping HP to maintain their high level of professionality.
Different organisational prerequisites that might affect the quality of care to children were identified in the present study. One important facilitating factor was close cooperation with specialists in the paediatric departments, pointed out both in our and in earlier studies (J€ unger, Vedder et al., 2010; Samuelson et al., 2015; Stevens et al., 2004) although our findings also identified barriers for cooperation. These might be due to lack of well-established routines and to cultural differences of communicating and organising care in paediatric departments and HCS, respectively. These differences must be acknowledged during cooperation to avoid misunderstandings and frustration. A well-functioning multiprofessional teamwork was, by HP in the present study, experienced as a way to lower barriers such as feeling alone, although performing specified care tasks together in pair was not always enough for nurses to feel comfortable. For the HP debriefing, supervision and team meetings were available to a certain degree. However, the findings suggest that the infrastructure within the HCS could be further optimised. Flexibility, ongoing clinical supervision from the paediatric department and educational efforts within the HCS was conceived to be important facilitators for HP to strengthen their professional confidence and ability to provide high-quality HCS to children.
A barrier for care that became visible in all of our three description categories was that children were only a small group of the patients in the HCS where the present study was conducted. Few children with diverse symptoms and care needs meant high demand on knowledge but limited possibilities to confirm routines and gain knowledge as well as confidence. This has earlier been identified as a barrier both in care for children with acute or chronic disease (Samuelson et al., 2015) and in palliative care for children (Nielson et al., 2010; O'Leary et al., 2006) . It seems crucial to increase the number of paediatric patients in HCS to promote professionals to deliver care with high quality. Even though children in need of palliative care should be offered care in their home (WHO, 1998), there will only be a limited number of children in need of these services within a specific geographic area in a sparsely populated country like
Sweden. The present study showed that encounters with children in specified care tasks might have a facilitating role as HP get more experiences with children in less challenging situations. Thus, a decision to combine services for palliative care with services for specified care tasks for children with curable sicknesses in the HCS seems appropriate and potentially increases the number of paediatric patients so that high competence can be achieved. By early referrals, and thereby longer periods of care in the HCS, every referred patient will result in more experience and knowledge in the personnel. This would also facilitate a trustful relationship between HP at the HCS and the child, found both in our and earlier studies (Reid, 2013; Samuelson et al., 2015) to be important for gaining confidence and providing high-quality care. Still, in the present study, the number of referred paediatric patients remained low and occurred late in the illness which HP found puzzling. Speculations on whether the paediatricians were reluctant to let go of the children was also found among general practitioners in the UK .
How to increase the referral rate of paediatric patients to HCS would be an important area for further studies as children should be hospitalised only when care cannot be provided anywhere else (European Association for Children in Hospital 2015).
There is scarce evidence on how to best facilitate implementation in healthcare services (Grimshaw et al., 2004) and no approach has been shown to stand superior to any other approach (Grol & Grimshaw, 2003) . HP's attitudes and involving HP in the implementation process are factors of significant value for successful implementation (Craig et al., 2008) . Our findings show that the decision to include children into the existing HCS occupied the HP 0 s thoughts. Some expressed that they had not been involved in the decision and were not comfortable with the fact that they suddenly were expected to care for children. Others described themselves as important key players in the implementation of the care and in making HCS for children possible. While the present study identified several conceived challenges that support an approach with more than one intervention, like support from the paediatric department and the change in procedure to work in pairs, this multifacetted approach has not been shown to be more effective in a systematic review (Squires, Sullivan, Eccles, Worswick, & Grimshaw, 2014) .
Throughout the data collection and analysis process, steps were taken to gain trustworthiness (Lincoln & Guba, 1985) . Detailed alised support and education when a specific child is referred is desirable. Finally, to obtain and maintain competence, comfort and engagement, a sufficient number of paediatric patients must be referred to the HCS. As the number of children in need of palliative care is low, it seems advantageous to co-organise palliative care and specified care tasks for children with curable diseases in HCS.
